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FOR B^R OR FOR V.ORSE 

J 

I wish to^ take this time* to thank you. Dr. Flanigan, and your 
staff for the invitation to participjite in this annual event. 1 

Ijersonally recognize the National Association for .Retarded Citizens 

XNARO as- a-nn^ infliiehf lal and respected organization. Over the 
years, it has tepres^Lted the grass roots of comnitment and dedication 
to the field of mental retardation. As a vo;^untaiy agency, it lias 
been a front line advocate for those of less intelligence. Thus, 
I consider it aii honor to be standing before you, state, Dcecutive 
Directors of NARC. 

I would like tp begin tfiis- morning by sharing with you an 
educational article carried in Time (1974) magazine. It stated that, 
Tiistcad oT report cards, sti«)ents in a metropolitan school district 
arc bringing i\mc an 8-1/2" x 14" number- filled sheet that looks more 
like a page from a canpany audit than a report card. To assist lin 
school -home ccOTnunication, parents are provided with a 32-page booklet 
and a 28 -page manual with the title: Terminal Behavioral Objectives 
for Continuous t^rogression Modules in Early Childhood Education . . As 
stated in the article, 'Those brave or curious en^gh to look inside 
the manual find lists of anywhere from seven to twenty- three specif 
skills in thirty-nine |modules' under s^ven basic 'currjiculum areas'" 
(p. 59). , 



I trust that I don't have to share any more of the article 
with you in order to make my point: : Although we do have the technology 
and methods available for us to assist mentally retarded persons in 
their efforts to live well in the world, too often, we become so 
microscopically enmeshed in innovations- such tlm^ jus 



that we lose sight of their relevance to the larger issue(s) at hand. 
For this reason, I have chosen to address you this morning on the 
philosophical forests rather than the technological trees. la so 
doing, I have generated a number of questions related to two .areas* 
It will be your personal and professi^onal responsibility to process 
individually your own answers. 

' Now to the firs;t area of concern. As you laiow, much of the 
current action in the field of mental retardation is toward deinstitu- 
tionalization/ Not long ago, I heard a gentloiian in a state department 
indicate tfiat their plans were to almost iimediately empty the beds 
Ln thq institution. We have been told by the federal people that, it 
is of' high priority. At our own Research and Training Center, we 

liave been funded for a national survey on community live- in facilities.- 

ft 

for retarded persons. We know the President's Comittee on Mental 
Retardation .has set as one of its national goals the return of ^e- 
third of the retarded now living in institutions to community 
living. 

No one agrees more than I with the desirability of deinstitu- 
tionalization. Yet, as' I have sat and listened to many people who 



arc taking this movement ^to heart, I have seldom teard mention or tie 
raising of any question that it may be 'for better or for worse. 

My question is, arc we ready, find are the retarded ready, for a 
mass exodMs? If they return to the conminity and conditions are not in 



theif favor for making it, will this not be another failure experience 
for them? Also, won't many of the jtrnfortunatef^ attitudes already 
held by the general public simply be reinforced? It is my opinion 
that we, as? piofessionals and advocates, had better slow down in 
patfing ourselves on the. backs thinking we are leading the way to a 
more lUjmane world for these pcq)lc ^nd ask ourselves, what is going 
__tD-l«5^ necessary to make it work, \ 

In order to assist mentally retarded persons in becoming 
integrated into our communities,* do we need to better educate and 
prepare the public or better cducat;e and prepare the retarded in order 
to successfully facilitate the exodus from institutions. A first 
and important step in seeking answers to these questions is to under- 
stand the normalization concept we are seeking to ijnplement. 

Let us compare the following two. definitions of normalization 
which are probably the ones most widely accepted at tlfcis time. , 
The first definition is Wblfensberger 's (1972). ^formalization to . 
him is: " * 



Utilization of means which are as culturally nor- 
mative as possible in order to establish and/or. ^ 
maintain personal behaviors and characteristics 
which are as culturally normative as possible 
< (p. 78) (italics added) . 

TJiis definition deals directly with the behaviors of persons who^^are 



mentally retarded. The larger culture is to be used as a pattern, 

and possibly a prosthesis, for the persons \/Aio are to be noTmalized, 

However, this concept of nomalization seems to ask little of the . 

^oiffllfl^tV aOafp^^ and accOTinodation of 

Aviance. On the other hand,* it appears to require more of profes- 

sionals and others concerned with the welfare of the retarded^ for 

someone must assume^ the responsibility of preparing them for community 

life and monitoring their survival once there. 

NQrmalization to Nirje (1969) is: 

. . . making available to the mentally retarded 

pattern? and conditions of everyday life which 

are as close as possible to the norms fed patterns 

of the mainstream pf society (p. 181) .(italics /T 

added). . 

'This definition directs attention only minimally to the behaviors of 

'the mentally subnoimal themselves. Rather, OTphasis is placed upon ' 

cultural acconmodatl^n to tholv.^ The public is 'ekpected to acc^t 

persons with intellectual disabilities^ and this expectation is 

legislated in some ax:eas. For example, certain percentage^ of 

,occupants of privately owned housing have to be handicapped.^ Also, 

a set percentage of employees of businesses are, by law, to be handi- 

. capped. This is not to mandate that persons be placed in areas of 

life or work that are beyond their potential; ^rather, areas must be 

found ta meet their unique set of competencies. 

What should be our position? ' What approach should we ^hasize 

in order to successfully achieve the goal of deinstitutionalization 

for'^many? Should the primary emphasis be upon retarded persons 



aiKl tJjose concerned with their welfare to see to it that they 
acccwimodate themselves to society, of should we plstce the responsi- 

Now let u§ mov^ to the second area of concern, *pwblic awareness, 
which is intricately interwoven with these considerations. 

In a society like ours, which places a high prjaniian onimar^'s 
cognitive and intellectual domain, the vrords idiot, feebleminded, 
mentally retarded, etc., still ring a note of public rejection in 
many. The retarded remain viewed by.miahy as unfit to join our 
••educated'' ai^ "cultured" coiraminity of thinkers and achievers. For 
example, Roper Research Associates 0 969); using the same sample ^ 
used in predicting presidential elections, surveyed the attitudes ofi 
1,500 Amei;ican households toward the mentally rctardecU They found 
that not only did more than half of the people surveyed feel that 
institutionalization was best for the mentally retarded, but also 
that only 16 i^ercent of the respondents felt that the retarded should 
be permitted to work side by side with others. ' I wish to ranind you 
that these are 1969 perceptions. What can we do to free retarded 
persons frc»n the general public's outright misconceptions, |)rejudice 
and discrimination? 

Certainly, all of us view increased public awareness of mental 
retardation as a necessary and esseiftial goal. The President's 
Panel in 1962 devoted a specific section of dts task report to this 
area. In addition, the President's Committee on Mental Retardation / 
identified it as one of six major ccmsiderations by which they mad€ 



their 1972 recommendation;,. The truth is that vast awounts of time, 
^(hTi^__mlmmy are_beingj5pent-Qn bringing theJnentally 4«tarded- ~ 
.into public aviareness as a disability group. Ranging from Julie 
EisenlKwer's one-minute spots on special education to nationwide 
coverage of the special Olympics on ABC's Wide Vforld of Sports, the 
en^ha^is appears to b6 on making known the existence and the humanity 
of the mentally retarded. 

Because of our support, endorsement, eiK^ouragemrait and partici- 
pation in achieving this goal^ I am inclined to assune that we, jnore 
often than not,, anticipate ^y positive' effects from this effort. 
It will make things better; people will become more aware and umlcr- 
standing; improved conditioite will result.' However, I wwild like to 
suggest that increased public awareness via jHiblic media may be for 
"bptter" or for "wors6," especially with respect to persons who are 
distant frran the. topic, people wlw are rtot in the field, those 
unacquainted with any mentally retarded person- -in! other words, the 
general public — 

You know as well as I that they have not been sensitized to the 
term, mental retardation, as we have. Of course, we know that it is 
only a word, a concept, something that is both defined and imposed 
on certain people by us. I would suggest that this awareness is not 
the case with a large segment of pur population. Only infrequently 
do they even come across the word^. Nevertheless, you can be assured 
when 'they do, it trigg^s off their own "private" image of what.it 
really means: Diseased, unable, incapable, braindamaged, totally 



dependent, incurable, and so on. Unfortunately » increased ^warel^ss 
"^r these^persons-may be for worse. 

1 find it interesting that, in light of this, we as professionals 



still continue to lead the way in conducting more general public , 

* » * 

attitiidc studies on tnental retardation than is ^ne with any other 

-disability groiqi. As only one exaJi5)le, the Ccnmcil for lixceptional 

Children recently published an extensive national isUidy in a monograph 



^titled Public Awar^^ss About Mental' 



Retardation (Gottwald, 1970). 



Don^t we already have a pretty good idea abcmt what the general 
miblic*s attitudes are? In what ways are the results of a iwblic 
survey of attitu^s going to alter^axrjpr(Jlssional direction? Are 
we simply interested in verifying aiul reverirfying vrfiat we already knw? 
In uttitulo sl;udies, do we not ask: What do you think the chances 
arc of the mentally retarded making it? Ito you think the mentally 
retarded can live, a productive life? Do you think the mentally 
retarded . . . !)o you think the mentally retarded. . • . , etc., etc., , 
ctc.?yIs^lot this .perpetuating the conception many have that this 
is'N^tHnogeneous group? Do |>rou know of any items cm attitude scales 
that phrase the question: What do you think the chances are for 
persons ^ who have the label mental retardation? ftvce the interviewees 
hafe respomied, like, ''I think most of than should be institutionalized, 
do we follow them up for the purpose of changing their thinking? 
Do we provide them with information which is incongruent with their 
idea of what mental retardation is? ) 

■ V, 

10 



fxthlir.'s attitude sinq)ly to make tteih more •tolerant" and tims 
accommodating of the condition of mental retardatiefl? As an alternative, 
ccmldn*t we p .ace iqore eni^sis on providii\g the retarded with training 
experiences which will prqjare and enable them to deal with the public *s 
intolerance? In a carefully instructed stoulated leiuming enviroiwient, 
vdiy not confront tl^ with stigmatiz^ing experiences thrmigh the process 
of desensitization and prepare them ^ ••be reidy'!^ to cope with various 
typos of prejudices -which tlwy will c^^x)uhter from time to time? 
And why mt teach thi^ to be prmxl aitd^as5K^rtivc at the Si'wie tipic? I 
m not saying that the tl^me shcHild lie 'Viental retardation is \ 
beautiful. Itowever, would not leaniing to say and believe, "I am 
beauUful/' be a strong^.'pillar for supporting the fullest benefits of 
normalization? , 

There is arother matter v*iich, though subtle,. I find to be of 
iijqjortance. Shall we raphasize success or struggle? That is, when 
attempting t(^ increase tte public's awarene^^s ab^t ttese persons, 
should we emphasize their successes and then iirficate how, with a 
little bit of public support and assistance, these and other siccesses 
might be «Aanc^? Or, steuld we enf)hasize the for public 
assistance in order to make ttese successes possible? Both have the 
same goal; however, I find a subtle differaKe, and that difference 
rtay make the differeiKe betweai for '"better*' or for ••worse." 



Wouldn't it be proper for us to consider the ip^ct of these 



iiuBnc aimt;nestl5Tfbf ts~ the? persons roost directly invblvedr- 
Wc know that retarded persons themselves will go to great lengths to 
conceal the ravvc4i of their handicap frcwi themselves as well as from 
others. Robet^ liigerton (1967), in Ids study of patiete released 
(Tom an institution for the retarded, poignantly relates the reasons 
t' ese people gaye when as^ed why they had been ihctitutionalized. 
.They included ^ilepsy, proi^scuity, iwmtai illness, any of which arc 

stigmatizing, but less dsyraiin^ to the individual than ijfental retarda- 

/ 

tion. . « / 

Now, if I could share with ywi an example of this desire to 
shed an isolating label. The following is an excerpt from an actual 
cainseling session with a 'Miildly" retarded adoleieSt girl in a 
residential setting. Unfortunately, I cannpt recreate the affective 
nonverbal and pafalinguistic (tone, pitch) behavior, which T so vividly 
remember with thl^ client (Browning, 1974). 

C I 'm getting bored and want to go horn beckuse \ 
everybody is saying it's a moital retardation ^ ^ 
school. V.\rery time Susie mentions it ste jtpt 
about fcares me out of wy.pants. I don't wa^t- 
to-go-tO-be like that. I -want to learn some- 
thing. I don't want to be a mentally retarded 
child. (LONG PAUSE) We are all mentally 
retarded at s(»netiir»\or another, aren't we? We 
all could be--a little bit-^wldn't we?. (UMJ 
PAUSE) I dort't know . . . ^ 



T (intem4)ting) Do you think you are retarded? 

C Uh-uh.- Not --well --a little bit I could because 

I can't stu^ as well. Everybody has to be 
• don't they? 

T Wbuld you think that in sane ways you might be 
a slow leaner? 



C liiat's the truth. I'm a slow learner 
I * (p. 245): 

1 . " 

(n conclusion, it is interesting to speculate on this issue of 
t^kblic awareness from the vantage point of the nonnalization philosophy. 
The question, frOTMthat frame of reference, is: How can we make the 
general public awaye that there is notning to be aware of? The question 
also arises of the efficacy of educating the public about the existence 
and humanity of a group f "the mentally retarded/' when it is very 
likely that, whenever and hcMever possible, individuals bearing the 
lal>el will, seek to lose it- in the mainstream of ^iety. 

Unfortunately, time does irot allow us to elaboi^tc on many 

other issues which are now facing us. Singly let roe remind you that 

it is only within recent years that we have made great strides in * j 

confronting the imiltiplicity of problems' inherent in the field of 

mental retardation, , Since the early 1960s, a c<Mi5)rehCTsive nationwide 

* 

attack on the problem has been in motion. One of the more visible 

0 

inlets during this era has been a proliferation of parental, civil, 
1^1, professional an4 governmental advocates. These combined 
forces have helped lead to the current philosophy pi noiroaliza^ion, 
the central thrust of v*iich is for the retarded, to enter the mainstream 
of society as much as possible. fix)d this meaxis that our work is just 
beginning, for better or for worse. 
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